especially where treatment took place during early childhood. Knowledge can be poor among survivors of childhood cancer. 8 At the same time, patients may feel that it is more important to look to the future, rather than dwell on the past. For these reasons, we might anticipate declines in attendance, especially with increasing time from diagnosis, and where patients may see themselves as 'cured'.
In order to encourage attendance for routine follow up appointments, it is therefore esential that clinic staff are responsive to patients' needs and make efforts to ensure that the service offered fulfills patients expectations. For this reason, we undertook an audit of our current practice, with a view to ensuring a match between patients' expectations and service provision. Our focus is therefore on patients' perceptions of the rationale for follow up and their evaluation of clinic organisation and practice.
Since we were concerned that attendance may deteriorate as young people become more independent of their parents, information was collected separately from patients and their parents. Thus, we hoped to identify the extent to which patients and their parents had similar views about the appropriateness of, and need for, long term follow up.
Patients and methods Referrals to the clinic include adolescents (> 12 years) and young adults who have been off treatment for at least five years. The Patients' main reasons for attending were to gain reassurance that they were well and information about the disease. There were some discrepancies between the types of information patients would like from clinic attendance and what they remembered being given. Parents were more positive than patients. Our data suggest that (i) knowledge in survivors is poor and (ii) it may be possible to define a subgroup for whom less frequent follow up is appropriate. A key component of care must involve education of patients, both about their past and the implications for future health. in other departments.) A further 24 patients did not attend, representing a failed attendance rate over the six month period of 17%. A total of 98 patients were approached and agreed to participate. No family who was approached refused to take part. However, three families failed to complete the questionnaire because of language difficulties and two families did not complete although English speaking. Two patients were unable to complete the questionnaire themselves because of learning difficulties. Questionnaires were therefore completed by 91 patients. In addition, 56 mothers and 16 fathers who attended clinic with their child completed a parallel form of the questionnaire.
For the 93 patients in the total sample, there were 55 males and 38 females. Mean age of the group was 16 years (range = 1 1-26 years, SD=3.8) and mean number of years since diagnosis was 11 (range =6-24 years, SD = 3.4). For the purposes of this paper, we distinguished two diagnostic groups: leukaemia or lymphoma (n=51) and solid tumours (n=42). Two diagnostic groups were used as these patients were previously cared for in separate clinics. The follow up programme from the end of treatment until five years off treatment varied between the two groups. The questionnaire was divided into four sections.
(1) Current attendance Patients were asked to report: (i) how frequently they attended clinic (three, six, nine, 12, or >12 months); (ii) practical difficulties that might constitute barriers to attendance (taking time off school or work, length or cost of journey, catching up with work afterwards, explaining to friends).
(2) Perception ofclinic visit Patients were asked about (i) their understanding of the purpose of annual follow up (to gain information about the illness, and the future, make parents happy, take part in research, help other children, check for side effects, check blood, ease mind, meet other people in the same situation, make sure they were well in future, keep in touch with hospital staff); (ii) their satisfaction with interaction with staff (opportunity to speak to doctor alone, confidentiality, preference for male or female doctor); (iii) the kind of information they wanted and perceptions of what was generally given at clinic. that were attributed to the illness; (ii) the name of the illness and satisfaction with knowledge.
(4) Future preferences Patients were asked (i) what they would do if they were worried in the future (talk to someone in the family, read a leaflet, phone the hospital, see their general practitioner (GP), try to forget, deal with it alone, talk to friends); (ii) how they would like to be looked after in the future (keep coming, come less often, come only when worried,complete a postal questionnaire instead of coming, transfer to an adult clinic, see their GP only, be seen in a group).
In addition, we collected demographic information including age, gender, diagnosis, and years since diagnosis. Diagnoses were confirmed through medical records.
OVERALL TREATMENT OF RESULTS
Data analysis was carried out using SPSS-X. First, results are reported for the total sample of patients. Student's t tests are used to calculate mean differences between groups (for example between male and female patients, diagnostic groups, between those reporting that they have problems as a result of the illness and those who have none, and between those who report more benefits in attending than those who report few). Second, a subsample was defined that included a matched group of parents and their child and t tests were used to determine any differences within families (n=68 parent-child pairs).
All (2.2) , receive a questionnaire once a year (1.8), transfer to an adult clinic (2.3), see my GP only (1.9), or be seen in a group with other people (1.7).) Knowledge We did not include a formal assessment of knowledge, but patients were asked to give the name of their illness. Fifteen patients gave no response to this question and five knew only they had had cancer. The rest reported the type of cancer (leukaemia, lymphoma, Wilms' tumour, etc).
DIFFERENCES WITHIN THE PATIENT GROUP
Problems resultingfrom the illness Thirty (33.0%) reported that they continued to experience problems as the result of the illness, 16 patients (17.6%) were not sure, and 38 (41.8%) reported they definitely did not. When the patients who reported no problems (n=38) were compared with a combined group including those who were not sure and those who reported problems (n=46), we found that those with continuing problems felt more worried after clinic visits than those with no problems (t = 3.01, p<0.05). They also were less confident about the confidentiality of their interactions with medical staff (t = 3.6, p<0.05) and felt that the illness had resulted in many difficulties for their family (t = 3.1, p<0.05). Those who thought they had no problems would prefer to be seen only by their GP in the future (t = 2.2, p<0.05).
Perceived benefits of attendance The sample was almost equally divided between those who perceived no benefits or advantages in attending clinic (n=45) and those who reported positive attitudes (n=44). There were no differences between these groups in terms of any clinical or demographic variables measured, practical barriers (time off work, telling others where they were going), perceived confidentiality in the clinic, preference for a male or female doctor, frequency with which they would like to be seen in the future and type of care they would like in the future (follow up at hospital, by a GP etc), how much they worried beforehand, and whether or not they had problems related to the illness. However, those who reported more benefits gave stronger endorsements to all the reasons for attendance at follow up (t = 3.2, p<0.05).
Diagnosis
Attendance was less frequent for the leukaemia/lymphoma group compared with the solid tumours (t = 4.15, p<0.01). The leukaemia/lymphoma group reported less difficulties having time off school or work to attend clinic (t = 2.04, p<0.05). They also found it less difficult to catch up with their work on return (t = 2.1, p<0.05). In terms of their reasons for attendance, the solid tumour group wanted more information compared with the leukaemia group (t = 2.1, p<0.05). There were no other differences between the groups.
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COMPARISON OF PATIENTS' AND PARENTS DATA
There were 68 families where both the patient and parent attended clinic and completed questionnaires. A series of t tests were conducted to establish any differences between parents and their children in preference for different types of care, reasons for attending clinic, perceived difficulties in attending, and the kind of information wanted.
Current attendance There were no differences between parents and their children in terms of how frequently they felt it was necessary for the child to attend or in terms of how difficult they said it was to attend.
Perception of clinic visit
There were a number of differences between parents and children in the reasons they felt it was important to attend (see table 2), with parents generally giving more positive ratings than patients. Parents were more confident that whatever was said in clinic was treated confidentially and rated themselves to be better informed than their children (t = 2.8, p<0.0 1).
Future preferences There were also differences between parents and children in terms of what they would be most likely to do if they were worried in the future. Parents were more likely to report they would ring the hospital (t = 7.8, p<0.01) or see the GP (t = 2.7, p<0.05). Children more than their parents reported that they would try to forget about it (t = 3.6, p<0.01) or deal with it themselves (t = 2.0, p<0.05). Parents felt more positive about continuing to come to the clinic compared with their children (t = 3.6, p<0.0 1). In contrast, children were more likely to want to come only when worried (t = 2.0, p<0.05).
Discussion
In order to encourage attendance at follow up clinics, we need to ensure that (i) patients understand the reasons why it is important to attend and (ii) clinics attempt to satisfy patients' needs for information. It is important to note that parents were generally more positive about attendance compared with their children. They also rated themselves as more knowledgeable about the illness and were more likely than their children to report that they would contact the hospital if they had concerns related to the illness. Although these findings may not be surprising, they suggest that it is important to ensure that children understand fully about their disease history and its possible implications as they become increasingly independent and autonomous. These data suggest that information for survivors aimed at increasing awareness of the heightened risks after treatment for childhood cancer are timely, and would be welcomed by the majority ofpatients.
The non-attendance rate in this sample is relatively high (17%) suggesting that some changes to organisation may need to be considered. Although it had been our intention to establish reasons for non-attendance, this has proved difficult. This age group is clearly relatively mobile. Our difficulties also point to the need to maintain contacts over the years, as once lost, patients can be hard to track down.
The major purpose of an exercise such as this is to identify aspects of the clinic that patients find most beneficial. In this respect, it is important to note that there were no differences between those who reported benefits as a result of clinic attandance and those who did not in terms of demographic and clinic variables, practical barriers involved in attending (time and expense), as well as organisational aspects of the clinic (whether or not they wanted to see a male or female doctor). The critical difference between the two groups was in terms of how important they believed follow up to be. These Given the increasing pressure on staff resulting from the numbers of children now surviving cancer, there needs to be careful discussion about the most appropriate and cost effective way to organise follow up, taking into account the wishes of families as well as the more scientific goals of identifying the incidence of late effects. There was some prefer-ence among females for seeing a female doctor, but clinics would probably do best to aim for a mixed medical team.
Our data suggest that there is a group of survivors who have no current side effects and personally do not benefit greatly from annual review. For these patients some other form of follow up (or less frequent follow up) may be as appropriate. There is however a second group, who do have continuing problems as a result of treatment, and for these the degree of anxiety and family stress may remain high long after completion of treatment. Such patients and their families may benefit from more frequent surveillance and support. It may be that the most efficient follow up needs to take into account the patient's current health rather than following a standard annual review.
While this work arose because of our concerns in relation to childhood cancer, the increase in number of children surviving other chronic conditions presents similar problems in terms of appropriateness of follow up. Many of the issues discussed here may therefore be of relevance for those involved in the care of survivors of other chronic diseases.'"" C Eiser is funded by the Cancer Research Campaign, London (grant number CP1019/0101), G Levitt is funded by the Leukaemia Research fund, and A Leiper by the Medical Research Council. We would like to thank Lucy Oliver for her contribution to this work.
